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Ethics of research with  
disabled children 
• United Nations Convention on the Rights of the 
Child (United Nations, 1989) 
Articles: 
12 ‘ rights of children to participate’ 
23 ‘children with a disability should have special 
care and support so they can lead full and 
independent lives’  
24 ‘right to best quality health and healthcare 
31 ‘ children have a right to relax, play and join in a 
wide range of activities’ 
 
 
Children and Young people’s 
Participation Standards for 
Wales(2007)  
We will: 
listen to your ideas, views and 
experiences 
 take you seriously and treat you 
fairly 
 work with you to do something 
about the things you tell us 
are important 
work with you to help change 
things for the better 

      Reflections from experience   
• Assist in reviewing the patient information 
and consent forms. 
• INVOLVE 
• Further consultation  
 
 

Involving People – Scoping exercise 
Parent contributions 
• Feedback and suggestions provided greater clarification for parents and 
children regarding what we were trying to find out 
 
• Greater accessibility to researchers e.g. “you can see more about us on our 
web site: provision of web address” 
 
• Increased conciseness and relevance of information presented e.g. 
“Reduce information on measuring as you will guide them through this on 
your visits”; How can my child take part – “just leave it at 1 point” 
 
• Simpler language –”we will observe the data protection act”; “any worries 
you can contact…” 
 
• Simplification of flow diagrams regarding participation  - if you say “no”; if 
you say “yes” 
Co-production Result!  
• Information - more comprehensive   
• Yet simplified 
• Greater relevance  
• Greater conciseness 
• Increased lay terminology in presentation 
• Greater accessibility for parents and children 
• Greater accessibility for researchers 
• Increased collaboration and confidence  
 
Co-production increased co-
production  
• The snowball effect! 
• Collaboration and networking 
• Translated into Urdu 
• Translated into Welsh 

Children’s story book  
Co-production presentation, 2014 
Race Running 
International Athletics stadium,  
 Fridays 5-7pm  
‘VOCAL’ study 
• Consultation 
• Participant Information Sheets 
• Consent form 
• Pilot methods 
 
 
For more information contact Dawn Pickering, 
Senior Lecturer, SOHCS: pickeringdm@cf.ac.uk 
    
